Proc. roy. Soc. Med. Volume 70 April 1977 there is a legal obligation to disclose this fact, for the Matrimonial Causes Act of 1937 and the Amendment Act of 1950 lay down that 'concealing the fact of recurrent epileptic attacks from a marriage partner is, in certain circumstances, sufficient reason for an annulment if the spouse wishes to take action, and does so within a year of contracting marriage'.
Should they have children? This is a very difficult problem. Slater and Cowie (1971) say that the risk of epilepsy for the child of an affected parent is about 4.1 %. This suggests caution, and if the future spouse of someone with epilepsy comes for advice about children I would have thought that a neurological examination and an EEG should be carried out before giving an opinion.
The Disabled Register should help a patient to get work, since firms with over twenty employees are supposed to employ 3 % of their staff from the Register. In my experience, however, the Act is never enforced. In placing an employee on the Disabled Register it is important not to recommend just 'light work'. In the survey of 400 patients which I mentioned before, we found that only 34 out of the 400 were not working, and those 34 all had mental disability. I have known many doing hard manual labour without its harming them. Should a person with epilepsy conceal his condition from a prospective employer? The word 'epilepsy' does often frighten employers. If he can get away with it (and some patients only have attacks in the early morning or at night), why shouldn't he?
Parents of such a patient need a tremendous amount of support, which the general practitioner can give better than anybody. They are bound to have a guilt complex. If either parent has epilepsy in the family, that parent will feel guilty and the other partner slightly resentful. If neither knows of anyone in the family, they will still wonder whether they are to blame in some way. Did they do anything during the pregnancy, before or after, which could be responsible for the attacks? It is important to lighten such guilty feelings. If the child is not behaving as the parents would like it to, they should be assured that they are not necessarily to blame.
Relatives may ask whether it is safe to let a patient with epilepsy cross the road alone. I can only say that I have yet to know of a patient having an attack in the road. Perhaps just before or just after; but never in the middle of the road when walking alone, and I stress this because I have known it happen to a patient who was accompanied.
Patients have sometimes died from suffocating in their pillows, and one can only suggest that they should sleep on a hard pillow.
To steer carefully between the Scylla of the More than one person working in this field has told me that it is difficult to interest doctors and medical students in epilepsy. If this is true it is a pity, because much work has been done in epilepsy in recent years and there are many patients whose life and seizure control could be improved by their doctors. In general practice today there are many divisions of ill health and preventive medicine clamouring for an increased share of our time, and many of these appear to require a daunting amount of extra work; happily this is not the case with epilepsy, as each general practitioner is likely to have only 12-15 patients in his practice. I do not keep a detailed analysis of my consultations but an examination of two years' visits in each of my own practices showed that 2.9 per 1000 visits when I was in an inner London suburb, and 1.34 per 1000 visits in my present practice in rural Hertfordshire, were on account of seizure disorders; naturally almost all, 10 out of 1 1, were urgent calls. None of these visits was to a patient who suffered from frequent severe fits or was in status epilepticus. For the last 80 years or so it has been customary for provision to be made for such patients in special institutions which used to be called 'colonies'. They are now called centres. One of them, St Elizabeth's, is in our area and the doctors in my practice have provided the day-today care for the residents since it was founded in 1903. There is a special boarding school for about 60 children with severe epilepsy and a home for 96 adult women with severe epilepsy. The number of places available in these institutions has been much reduced in the last seven years, at St Elizabeth's from 106 to 96, because those running them (mostly voluntary organizations) have been busy upgrading accommodation, and because of the general policy that all handicapped persons should be in the community wherever possibleand we all know that this sometimes means when impossible. There is only one NHS hospital in England for patients with epilepsy who are not psychiatrically ill; the medical staff of that hospital have been ordered by their AHA to confine their admissions to persons resident in that area, and have been informed that the long-term plan is to close the hospital although it may be replaced by a new smaller unit. The long-stay units in the south of England have very long waiting lists.
General practitioners are familiar with the results of a similar policy in the psychiatric hospitals and must prepare themselves for an increase in their work load from severe epilepsy; fortunately this increase is likely to be minute in each practice. So far as I know no adequate provision has been made in the community to meet this need -the example of the very poor rate of provision of hostels for psychiatric patients is a discouraging one.
Any gloom engendered by this situation is lightened by improvements in treatment, the main advance being the development of methods of measuring the blood levels of anticonvulsant drugs. People with epilepsy often suffer as much from their drugs as from their fits, because of the custom in severe cases of piling one drug on another in an attempt to control seizures. A 1975 multicentre European survey of 11 720 patients, selected at random from in-patient and out-patient populations, showed that they were receiving an average of 3.2 drugs each, 84.3 % of which were anticonvulsants. It has not been unusual for a patient to have multiple side-effects plus many fits. The present trend when control is inadequate on the usual dose of a given drug is to ensure that the patient is obtaining maximum benefit from that drug, by checking that the blood level is within the therapeutic range before adding a second drug or changing to an alternative drug. Of course a patient suffering from more than one type of epilepsy may well need more than one drug for satisfactory control.
There are major difficulties in constructing clinical trials of anticonvulsants, but Reynolds et al. (1976) from the Maudsley and King's College Hospitals state that they are unaware of any scientifically acceptable evidence that two or three drugs are better than one in any one type of epilepsyand Dr Reynolds has made very extensive studies of the literature in this field. The marked similarity in chemical structure between most of the anticonvulsants lends theoretical support to the proposition that the dosage of one drug should be pushed up as far as is necessary to achieve therapeutic blood levels before adding further drugs. Reynolds et al. (1976) reported 31 previously untreated patients with epilepsy treated with phenytoin only for a mean period of 14.7 months; they monitored treatment by estimation of serum phenytoin at each out-patient attendance.
They found that only 3 patients (10 %) required a second drug, 23 (74 %) were completely controlled, i.e. they had no fits; 5 (16 %) continued to have attacks but the serum phenytoin was not within the optimum therapeutic range owing to poor compliance. In 450% serum phenytoin declined over the months despite steady or increasing dosage; the authors thought that this was due to increase in the capacity to metabolize the drug and not to poor compliance. One must remember that this capacity can vary considerably from person to person and also that it is affected by other drugs, including non-anticonvulsant drugs such as sulphonamides and alcohol.
This method of controlling treatment can be used for the other anticonvulsants if desired, but if one is aiming at control by a single drug phenytoin seems the best one to choose. It has the added advantage that there has been much study of its side-effects.
Sodium valproate (Epilim) is a relatively new and promising but expensive anticonvulsant, so far without major side-effects, and we are making increasing use of it among our population of patients in St Elizabeth's who are difficult to control particularly for the children. Carbamazepine (Tegretol) and clonazepam (Rivotril), both members of the benzidiazepine group, are other anticonvulsants that are being used more in problem cases. However, one must recognize that new anticonvulsants come and go, that a wonder cure for all types of epilepsy is unlikely to emerge from them, and that a careful selection of the right drug or drugs, combined with minitoring of serum levels to ensure that the best is being got out of a regime, can control the seizures in almost all patients today given suitable social circumstances.
What is the patient with epilepsy to expect of his doctors? The initial investigation requires a detailed history, including an eyewitness account if possible; a general and neurological examination; plus urinalysis, a routine blood count and a skull X-ray. These are the essentials for the diagnosis. so one can argue that referral to a specialist is not necessary in every case. However, the social implications of the diagnosis are so great that I think most general practitioners would agree that a second opinion should be obtained. After confirmation of the diagnosis, a full discussion with the patient of its meaning is necessary. We must bear in mind that much of what we say may not be remembered by the patient and that we must repeat advice and information at later consultations.
Epilepsy is very much influenced by psychosocial factors, so that the patient's circumstances must be considered in order to find any areas where the possibility of a change for the better exists. One must however take care not to impose any nonessential restrictions, especially in children, whose parents are often over-protective: for example there is no reason to disallow swimming if the sufferer can be supervised continually on a 1:1 basis by a person capable of rescue if a fit occurs. We must be prepared to answer the questions of family, employers, teachers and the Disablement Resettlement Officer about aura and type of fit, and be ready to advise them on what they should do for the patient when he has a fit.
The question of drug treatment must be considered next. If the fits are due to a persistent cause, such as a brain tumour or brain surgery, drugs should be started straight away, but otherwise it is not necessary to rush in and treat on the basis of one or two fits.
If drug treatment is started, who is to do the follow up? Most people with epilepsy requiring drug treatment achieve reasonable control. Should they continue to attend the hospital out-patient department indefinitely? If they do so on a halfyearly or yearly basis they may well see a different junior doctor each time. I think that only those patients whose epilepsy is difficult to control should go on attending out-patients', but this presupposes an adequate level of care from general practitioners. I spoke to one of the local consultant neurologists about this recently. She said that she thought a visit to out-patients' at least once a year was very important because there were so many social problems in epilepsy. She went on to tell me that at her last clinic she had seen a patient with epilepsy who had not been seen by a doctor for three years, receiving repeat prescriptions from her general practitioner all that time. I thought that a general practitioner would be more likely to be familiar with the social problems of a given individual than a consultant neurologist and better able to cope with them, but I was inhibited from saying so because of the example of neglect which she had given. It must be admitted that hospital doctors usually have better access to medical social work than general practitioners, so that outpatient follow up may be more appropriate if specialized social work skills are needed and are available in the particular hospital, but I believe that the ordinary patient with controlled epilepsy should be supervised by his general practitioner and only sent back to out-patients' when problems arise that the general practitioner cannot cope with. This is of course the routine practice of many family doctors, particularly those who do not have easy access to neurological clinics. I think that it will involve issuing a number of repeat prescriptions without seeing the patient but that we should check when signing that the interval between each repeat prescription for a given quantity of drugs is consistent with the dose of anticonvulsants that the patient is supposed to be taking.
We should specify the brand or manufacturer in the prescription because bioavailability varies, as with digoxin. We should prescribe on a simple twice-daily basis, except for sodium valproate, because the other drugs have a long half-life and are more likely to be taken regularly if the schedule is simple. We should see the patient three or four times a year to check that the drugs are effective, to emphasize the importance of regular medication and point out any discrepancies between the supposed dosage and the quantities of drugs apparently used, to seek out side-effects, to arrange twice-yearly hemoglobin estimation, MCV and film, white cell count and differential. Especially we should be ready to give a little time to listening to what he has to say about the fits and any problems he may have at work and home, and to do what we can to lighten these burdens.
What should we be looking out for at such consultations? I suggest that inadequate control, despite taking an average dose of appropriate anticonvulsant drugs, and particularly an increase in fits in a previously stable patient; abnormalities in hmemoglobin or size of red cells or in the white cell count; oversedation; cerebellar signs; odd musculoskeletal symptoms perhaps attributable to low serum calcium; changes in personality or intellectual capacity; impairment of concentration or learning skills in children; and any odd neuropsychiatric symptoms, are the principal features to watch for. My experience in a centre for epilepsy has given me a certain expertise in the manipulation of anticonvulsant drug regimes, but it has also given me a very high index of suspicion of these drugs. If any symptoms or signs in these patients are not readily explicable in straightforward terms of another disease I immediately consider the possibility of side-effects from the anticonvulsants, and I think that any doctor who is looking after people taking these drugs should do the same.
What should we do with patients whose seizures are inadequately controlled or who have significant side-effects? I think we should refer them to a colleague who has an interest in epilepsy combined with wide experience and access to facilities for estimating the blood levels of anticonvulsants. In most areas this will be a consultant neurologist. I have been surprised to find children referred for admission to the boarding school at St Elizabeth's because of difficulty in controlling their fits, by consultant pxdiatricians who have not first sought neurological help; and I think that a family doctor should make sure that neurological advice has been taken before supporting an application for residential care for a child or an adult. We should also know that special centres exist to assess and bring under control patients whose epilepsy presents unusual difficulties: for children the Park Hospital at Oxford, for adults the National Hospitals' Chalfont Centre in Buckinghamshire. Bootham Park Hospital in Yorkshire and the David Lewis Centre in Cheshire all have short-stay units for this purpose, usually admitting adults for about three months but children often for less. These are supraregional centres and they are prepared to consider direct applications from general practitioners. There are special boarding schools for children with this handicap at Lingfield in Surrey, at the David Lewis Centre, and at Sedgewick, Maghull, and Soss Moss as well as at St Elizabeth's. When should we consider stopping anticonvulsants? We all have patients on regular medication who report that on their own initiative they have not taken their drugs for days or weeks or that they have reduced their dose. If their decision has not adversely affected their condition I do not usually press them to go back to the previous regime, and this applies to anticonvulsants as to other drugs; but one must bear in mind that phenobarbitone takes a month to become eliminated from the system and other drugs up to two weeks. Patients who have had no fits for three years are generally thought suitable for reduction or gradual stopping of anticonvulsants, but those who have had fits in childhood, adolescence and adult life are more likely to continue having them even at very infrequent intervals than those whose seizures have all been concentrated into one or two years. One should be very cautious about stopping drugs in patients with a strong family history of epilepsy or in those were even one fit would have a very important effect, such as a patient wishing to drive a car. Although there is an increased incidence of congenital abnormalities in babies born of mothers taking anticonvulsants (the Oxford Record Linkage Study showed 13.40% against 5.60% in matched controls) the drugs should not be stopped in pregnancy because the fits pose a greater threat. If possible the patient should be controlled on phenobarbitone alone, because it gave rise to only 4.9 % of malformations in that survey. These patients should take folic acid because it has been shown that low levels of serum folate are associated with congenital malformations.
The Reid Report (Central Health Services Council 1969), the report of a joint subcommittee of the Standing Medical Advisory Committee and the Advisory Committee on the Health and Welfare of Handicapped Persons, recommended the establishment of epilepsy clinics at district general hospitals and that general practitioners with a special interest or experience in epilepsy should be employed in them. If many such clinics have been establishment they are very shy, because only three are listed in the DHSS 1976 booklet of out-patient services in the Greater London area. I do not know if any general practitioners work in those clinics that have been started, but there is no doubt that there is an important and not unduly demanding role for the family doctor in looking after his own patients with epilepsy, and that this is interesting and satisfying work.
